Radiotherapy and chemotherapy often cause side effects such as mucositis and pharyngitis-related dysphagia and masticatory disorders (Chen et al., 2015) , in addition to haematological toxicities, nausea, vomiting and loss of physiological functions (Chen et al., 2015; Cheng et al., 2013; Molassiotis et al., 2014; Shahid, 2016) .
Therefore, both oral cancer and its treatment greatly impede the ability of patients to perform self-care activities at home.
Family caregivers play an essential role in providing homecare and psychological support for their loved ones (Cheng et al., 2013) . These caregivers must manage the daily care needs of their family member who is sick and ensure that healthcare services support the need for treatment. Thus, family caregivers often face complex challenges in caring for oral cancer patients at home, especially during the period immediately after surgery (Ishii, Miyashita, Sato, & Ozawa, 2012; Ugur, Elcigil, Arslan, & Sonmez, 2014; Ussher, Sandoval, Perz, Wong, & Butow, 2013) . Understanding the challenges and difficulties that caregivers face in providing care in home settings is critical for developing effective strategies that can decrease the burden on both the caregiver and their family member with cancer. Therefore, the aim of this study was to identify the tasks performed by family members who care for oral cancer patients and the challenges and difficulties related to them.
| ME THODS

| Research design
This study used an interpretive descriptive method with an inductive analytical approach (Thorne, 2008; Thorne, Kirkham, & O'FlynnMageethe, 2004 ) to elicit emergent categories and patterns that describe the experience of family caregivers of oral cancer patients, and to produce an interpretive description of their self-perceived challenges and difficulties. In the health sciences, interpretive description is an orientation that engages the clinical context and generates findings relevant to practice (Hunt, 2009) . The institutional ethics committees of the relevant agencies approved the study.
| Sample and recruitment procedures
Caregivers of patients seen in the oral outpatient oncology department of a teaching hospital in northern Taiwan were approached as potential subjects. Caregivers were invited to participate under the following conditions: if they were the primary caregiver, living in the same house with the oral cancer patient, at least 20 years of age, and sufficiently conscious to sign a research consent form. The researchers explained the purpose of the study to potential participants, informed them that interviews would be tape-recorded and asked them to sign an audio-recording consent form. To collect qualitative information, the researcher conducted a semi-structured, open-ended interview with each participant. A total of 22 primary caregivers agreed to participate and were enrolled as participants (See Table 1 ). Each interview session lasted around 30-90 min.
Examples of interview questions include: "What things assisted you in managing and treating the cancer problems of your sick family member?" and "What things have made it difficult for you to manage and treat the cancer-related problems of your sick family member?"
| Data analysis
This study used qualitative content analysis to analyse the collected data (Creswell, 2003; Johnson & Lamontagne, 1993 of further participants stopped when information redundancy was reached (Polit & Beck, 2003; Strauss & Corbin, 1990) . All of the interviews were audio-recorded and the recordings were transcribed verbatim in Chinese, with the audio recording retained to check for errors in transcription.
In conducting information analysis, the researchers read and reread the transcriptions to familiarise themselves with their content.
Notes were taken for the purpose of highlighting significant insights and to define initial categories/themes. First, the transcription was divided into meaningful units that shared similar words/statements.
Next, these were grouped by key terms/sentences into discrete categories and then these categories were classified into a higher order grouping. During this procedure, the categories were continually compared, verified and restructured. Certain quotations from the transcription were later translated from Chinese into English. Table 2 .
| FINDING S
Content analysis of the data identified six themes and 23 associated challenges (See Table 2 ). The six themes, which reflected the significant tasks caregivers perform when caring for oral cancer patients at home, were as follows: managing patients' nutritional issues, researching and making decisions about patient care, managing sudden and unpredictable patient conditions, managing emotional distress, adjusting own attitudes towards patient care and seeking resources. Each theme was associated with specific challenges that caregivers faced in completing daily care activities for the family member with cancer.
| Managing patient-related nutritional issues
This challenge involved caregivers' efforts to meet patients' nutritional requirements, increase their willingness to eat and manage feeding-tube-related problems. Participants mentioned that they prepare nutritious food for patients to promote healing, increase white blood counts and maintain healthy body weight, both during and after cancer treatment. For example:
He may not get sufficient nutrition, so I look for ways to get his white blood cell count up. For example, some people say eating oysters and bananas are good, so I tried it out to see if it would make him better.
(Caregiver 8)
Further, participants related that they prepared a variety of foods to fit their sick family member's dietary needs. They noted that oral cancer treatments cause oral mucositis, which negatively affects patients' ability to swallow and drink:
Like beef and other things, I stew them until they are very soft and then cut them into very small pieces… (Caregiver 3) • Preparing nutritious food (43)
• Preparing a suitable diet (73)
• Increasing the patient's willingness to eat (29)
• Managing the problems with feeding tubes (15)
Exploring and making decisions about patient care (176)
• Making decisions about patient care (29)
• Exploring the most suitable care for patients (62)
• Managing the side effects of treatment (85) Managing sudden and unpredictable patient conditions (74)
• Managing sudden change of patient's condition (15) • Coping with the cancer treatment prognosis (14) • Handling uncertainty about disease progression (6)
• Managing uncertainty about cancer recurrence (16)
• Handling uncertainties related to patient death (23) Managing emotional distress (63) • Managing patient's emotional distress (35) • Managing one's own emotional distress (28) Adjusting attitudes towards patient care (133)
• Adjusting attitudes towards the patient's negative emotions (27) • Adjusting attitudes towards the patient's suffering (22) • Adjusting attitudes towards the patient's care (41)
• Accepting the duty of patient care (31)
• Adjusting attitudes towards patient's end of life (12) Seeking resources (95) • Seeking consultation on the provision of patient care (41) • Acquiring financial support (26) • Acquiring substitute caregivers (16) • Obtaining a respite from caregiving (12) Participants related that they have used numerous strategies to encourage their sick family members to eat. Their family member with cancer often experienced poor appetite concomitant with adverse oral side effects such as oral mucositis:
Sometimes when I cook chicken soup, he'll take a sip or two and then stop. I had to find a way to make him eat, …so I encouraged him whenever I could, and I cooked whatever he wanted to eat. He would take a bite, and then say 'I'm done, you eat it!' When he refused to eat, there was nothing I could do to make him eat (sigh). But I still had to find a way to make him eat.
(Caregiver 15)
Participants described being the necessity of managing feedingtube-related problems, such as tube clogging. Nutritional support using tube feeding via a nasogastric tube or percutaneous gastrostomy is frequently employed to overcome treatment-related complications.
However, feeding tubes create burdens for patients, which include degraded appearance/self-image, discomfort and pain. 
| Exploring and making decisions about patient care
This challenge refers to caregivers exploring the most suitable pathway of care for their family member, making patient care decisions and managing the side effects of treatment. This study's findings highlight the fact that caregivers are often actively involved in treatment-related decisions. The participants noted that they frequently share their thoughts about treatment with the patient and other family members. For example:
…I told my husband, "Let's not stay in the hospital, because you don't have a fever anymore. We can go home and wait, and then see the doctor tomorrow."
And then my husband told them he was going home;
he didn't want to stay in the hospital if he didn't have a fever.
(Caregiver 17)
Participants felt the need to explore the most suitable pathways of care for their family member with cancer. They attempted to find or tailor an ideal approach. To do this, they searched out and assessed various approaches to find those that met their sick family member's individual caregiving requirements. (Caregiver 14)
Radiotherapy and chemotherapy treatments are typically accompanied by severe side effects. Managing side effects is a major challenge for caregivers and, for those in this study, led to feelings of helplessness, as in the following example:
We had him wash his mouth and then we would apply some ointment when his mouth hurt… We would help him wash his mouth and apply ointment. It was hard to wash his mouth because it hurt and he would flinch.
(Caregiver 6)
| Managing sudden and unpredictable patient conditions
This challenge consists of the need for caregivers to manage unex- In addition to making decisions about patient care, participants were required to face the range of possible future treatment outcomes. Participants recounted that they maintained hope that treatment might be effective, even when their ill family member was given a negative prognosis:
Sometimes, he thinks his condition is hopeless and
will tell me what I should do after he leaves. He speaks more negatively at those times. He sometimes thinks that his condition is a burden on us. I tell him, 'It's okay. Other people are in the same situation as you.
At least, with treatment, you still have a chance.
(Caregiver 15)
Participants expressed fear about the uncertainty of the course of the patient's disease and that they felt helpless as a result:
He looked as if he was in a lot of discomfort. It was like he didn't have any energy. I was a bit scared seeing him in so much pain, afraid that, one of these days, something is going to happen.
(Caregiver 1)
The participants likewise expressed feelings of fear, threat and loss of control, which they attributed to uncertainty about the possibility of the cancer recurring. For example:
I just continued keeping him company through the therapy, took care of him at home after therapy, and, for a time, there was a period of peace. But after a while, something different began growing, and I worry what it is.
(Caregiver 9)
Caregivers interviewed for this study described their process of worry, suffering and finally letting go in the face of the patient's death.
Many participants overcame these feelings within the year, as they began to accept that their family member's life would end. However, they expressed hope that the patient would not feel pain or suffering and they did not want them to end their life "in a regrettable way," through suicide:
He sometimes says that he wants to see God as soon as possible and does not want to delay anymore, but of course we are reluctant to part with him. So we have different expectations. I am slowly able to understand how he feels. I just say that I don't want him to leave in a way that gives cause for regret. I don't want him to commit suicide and hope that he will accept a mild course of treatment in order to minimize the side effects. I can accept if this disease takes him away.
| Managing emotional distress
This challenge refers to caregivers managing their own and their sick family member's emotional suffering. Facing the diagnosis and treatment of oral cancer, patients experience a variety of negative emotions, such as sadness, anxiety and anger. Caregivers are required to manage their sick family member's emotional pain. In order to protect their family member, the participants often took preemptory action to help patients avoid/ameliorate stress. For example:
Sometimes I tell him it's time to take his medications.
He may take a look at it and then throw the entire bag on the ground. I guess that's his emotional reaction.
Afterwards, I tell him: 'You already went through surgery and radiation therapy. Maybe you will be able to stop your medications in a while. Don't be this way.
(Caregiver 14)
The caregivers expressed that they were also required to manage their own emotional distress. The emotional reactions of the family member with cancer frequently impacted the caregiver's emotional well-being, and they described feeling frustrated in the face of the patient's anger. However, some of the participants took a positive spiritual approach to adjusting themselves to the negative emotions of their family member who was sick:
If he is in a bad mood, I just get out of his way.
Sometimes I recite some scriptures. He doesn't have any religious beliefs. If he is unhappy, I go recite scriptures and adjust my own emotions.
(Caregiver 14)
| Adjusting attitudes towards patient care
Participants shared that the situation required them to adjust their attitudes towards patients' negative emotions, suffering in the moment, the end of life and accepting patient-care duties. The caregivers worked to adjust their own attitudes towards the negative emotions of their family member with cancer. Laughing, giving in, avoidance and apologising were strategies that participants used to deal with the patient's negative emotional reactions, in order to give priority to the patient's needs and or to avoid conflict:
Of course, we have to give in to him. What else can we do? When someone is sick, we try to make him happy and to not give him any stress. Some couples keep yelling at each other, and this can cause some other health condition to appear. I give in to him as much as possible, as long as it makes him happy.
(Caregiver 1)
Participants also related that they adjusted their attitudes towards the patient's suffering in the moment. They treated the patients well and encouraged them. Patients suffered from the side effects of cancer treatment, which made the caregivers sorrowful. One participant noted that "his (the patient's) skin was painful. It made my heart ache."
Another example follows:
It is very hard. Just to get up is painful for him, and he feels like throwing up whenever he eats, so he doesn't want the radiation therapy. Then he promises to do as I say (family member begins to sob uncontrollably). It really hurts me to hear him say that.
Additionally, the participants adjusted their attitudes towards patient care. They tended to put increasing effort into caring for and guarding their sick family member using positive thoughts and attitudes and by taking increasing responsibility for patient care. However, this process was accompanied by caregivers' experiencing even higher levels of care-related emotional distress and physical exhaustion:
I say: 'Never mind. I don't want to fuss over it right now. Whatever you need, I'll oblige. Truthfully, there isn't anything we can do to help you with your pain.
This is the only thing we can help you with -to give you encouragement or to help you with what you need'… I have to treat him like a child and switch roles.
Otherwise, I wouldn't be able to accept such a sudden change.
(Caregiver 12)
The participants accepted patient care as a duty, with most expressing that they felt a strong commitment to their caregiving task and that they saw their role as important. They exhibited patience towards their sick loved one. However, a small number of participants experienced considerable pain from the activity of caregiving and attributed this pain to their sick family members:
I am supposed to be patient while at his side. I am the only one at his side…I have to take good care of him and accommodate him. The way I see it now is that he will pass away when it is time, and that I shouldn't be upset or angry. This is how I talk to myself, even though I know I might not be able to bear it, but this is what I tell myself. I have to think this way.
| Seeking resources
Seeking resources refers to the necessity of caregivers seeking consultations related to the patient's care, acquiring financial support, arranging for substitute caregivers and taking a respite from caregiving duties. The participants stated that they face frequent challenges in taking care of their sick family members. Further, they actively consult with health professionals and peers to resolve questions and issues related to patient care. For example:
We all asked about it. We would search online or ask family and friends with family members who had had similar experiences caring for someone. We also asked the doctor.
(Caregiver 6)
Participants were put in a position where they had to seek and acquire financial support. Most depended on their own resources and many were not able to pay for nutritional supplements/formulas or a replacement caregiver. Some, especially young adults with children, described that their financial resources were limited:
I need a good rest, but I can't take a break because we won't have any income if I don't work. Our children need money and he (the patient) needs money, so I must shoulder the burden.…I am so tired, both physically and mentally. I'm worried about my husband, but I still have to work.
Participants needed to find substitute caregivers. They frequently described being exhausted from caregiving and expressed that they needed someone to stand in for them in the caregiving role sometimes.
However, the participants related having a difficult time finding a willing replacement and having inadequate funds to hire someone for this role:
…I always take care of him by myself. There's no one to fill in for me. I don't have a choice. Who is going to help you unless you hire someone? If not, you have to do it yourself. I do it myself, but I feel so tired.
(Caregiver 18)
The participants expressed their need to take a break from caregiving. Some described themselves as being tied down by their family member with cancer and as looking forward to taking a break:
I think I won't be able to stand it anymore if I stay here all the time, so I want to go out. I look forward to holidays.
| D ISCUSS I ON
This study explored the tasks and challenges that family caregivers encounter when caring for patients with oral cancer. Content analysis of the interview transcriptions revealed six primary categories of tasks that caregivers shoulder. These categories include: managing patient-related nutritional issues, exploring and making decisions about patient care, managing sudden and unpredictable patient conditions, managing emotional distress, adjusting their attitude towards patient care and seeking resources. Each category includes subcategories that further elucidate the challenges of caring for oral cancer patients.
Managing nutritional issues stood out as a major challenge for these caregivers. Specifically, caregivers were charged with resolving the problem of their sick family member's weight loss, which was due to poor dietary intake and feeding tube clogging problems.
Our findings echo the results of other studies, which likewise show that nutritional issues and weight loss are among the main concerns of those who care for patients with oral cancer (Finlay, Dawson, Robertson, & Soutar, 1992; Guidera, Kelly, Rigby, MacKinnon, & Tan, 2013; Röing, Hirsch, & Holmström, 2008) . Prior research indicates that percutaneous endoscopic gastrostomy (PGE) patients experience better weight gain than nasogastric tube (NG) patients (Silander et al., 2012; Sobani, Ghaffar, & Ahmed, 2011) . Caregivers of PGE patients may face fewer feeding-tube-related problems, such as discomfort, leakage, and blockage, compared to caregivers of NG patients (Rogers, Thomson, O'Toole, & Lowe, 2007) . In addition, the dual challenges of increasing a patient's appetite and of preparing suitable nutritional support emphasise the importance of proper dietary counselling.
When it comes to researching and making decisions about patient care, this study confirms that caring for advanced-stage-cancer patients is a unique and difficult challenge. Moreover, the findings of this study demonstrate that caregivers shoulder the primary responsibility of determining how to best meet the specific needs of their sick loved one. In particular, the participants were required to manage various side effects of treatment, including mucositis and pain. Research has shown that caregivers do not always have the ability to manage the patient's individualised needs (Hashemi-Ghasemabadi, Taleghani, Yousefy, & Kohan, 2016) . Therefore, the findings of this study show that healthcare professionals need to support caregivers' efforts to provide individualised care for patients that address their specific health problems (Papastavrou et al., 2015) .
Additionally, managing sudden and unpredictable patient conditions was one of the greatest challenges of caregiving for the participants in this study. Prior research has produced only limited findings regarding the reality that caregivers routinely have to manage sudden or emergency conditions, such as choking and falling down. Moreover, caregivers also face uncertain outcomes such as cancer relapse and patient death, which may cause further psychosocial distress (Knobf, 2007) . A study by Röing et al. (2008) study revealed caregivers exhibit anxiety about patients' cancer recurring.
Prior research also indicates that most patients and caregivers desire to know the patient's cancer prognosis and expected survival time (Fukui, 2004; Hagerty et al., 2004; Lebel et al., 2014) . Therefore, health professionals should actively offer these types of information (Parker et al., 2009) , as some caregivers may be hesitant to make this type of request. Furthermore, health professionals may consider holding cognitive-existential group interventions in order to enhance cohesion of the patient's support network and to help reduce the caregivers' anxiety about talking about sensitive issues (Lebel et al., 2014; Yalom & Leszcz, 2005) . Health educators must also find ways to develop family caregivers' ability to successfully prevent and manage unexpected patient conditions, such as fever, choking, feeding tube slipping and falling down.
Family caregivers in this study also identified managing emotional distress as a particular challenge, as they are expected to provide emotional support to their ill loved one while simultaneously dealing with their own emotions related to their loved one's lifethreatening illness and to the psychological distress of caregiving.
This finding corresponds to the results of other studies Penner, McClement, Lobchuk, & Daeninck, 2012; Röing et al., 2008) and supports the importance of providing effective and continuous support to help both patients and caregivers manage their cancer-related emotional suffering (Lee, Yiin, & Chao, 2016) .
Adjusting their attitudes towards patient care and accepting its duties are additional challenges for caregivers. Our findings support the results of other research, which illustrate caregivers' additional responsibilities at home (Röing et al., 2008) . While some of the participants in our study were psychologically fairly well-prepared for their role as a caregiver, we found that others held negative attitudes towards caregiving tasks. Family caregivers with more positive attitudes towards patient care provided more personal care and performed chores for their sick family members (Tauiliili, Delva, & Browne, 2001 ). Negative attitudes held by some caregivers may increase the risk of depression and further health-related problems in both patients and caregivers (Gaugler et al., 2009; Jenewein et al., 2008) .
Over time, the participants in this study gradually adjusted their attitudes towards the suffering and death of their family member with cancer. This finding echoes the results of other research, which
show that the issue of the patient's death is one of the main concerns for caregivers (Röing et al., 2008; Wiseso, Fongkaew, Pinyokham, & Spiers, 2017) . Participants in this study gradually accepted the prognosis of death when given. However, few of the participants were able to accept the illness-related suffering of their sick family member. This finding suggests a need for further consultation along with a sort of "spiritual assessment" from health professionals that incorporates strategies to develop spiritual support (Delgado-Guay et al., 2013) .
Seeking resources is yet another significant challenge for caregivers. In particular, our findings highlight family caregivers' need for information services and financial support (Chen et al., 2009 (Chen et al., , 2014 Dall'Armi et al., 2013; Lee & Knobf, 2016; Wiseso et al., 2017 (Röing et al., 2008) and most caregivers require respite care (Chen et al., 2009; Koopmanschap, van Exel, van den Bos, van den Berg, & Brouwer, 2004) . Our findings also echo the results of other studies, which revealed that caregivers are reluctant to actively seek respite care (van Exel, de Graaf, & Brouwer, 2008) . Engeli et al. (2016) found that social support was the most important issue among caregivers dealing with the stressful event. The findings of this study show a need for future research to explore the factors that affect the use of respite care and to develop health policies that establish effective and universal availability of respite services, in the light of the limited means of many caregivers. Furthermore, our findings support prioritising and implementing policies that allow health professionals to proactively provide caregivers with information related to patient care.
| S TUDY LIMITATI ON S
This study used interview data from 22 family caregivers of patients with oral cancer who were receiving chemotherapy or radiotherapy at one oncology clinic in Taiwan 
| CON CLUS ION
The findings of this study are intended to assist healthcare professionals to identify the tasks and challenges that family caregivers face when caring for patients with oral cancer who undergo oral surgery, chemotherapy or radiotherapy. Family caregivers have to make decisions about care and seek patient-care information, as well as manage nutritional needs for their sick family member, handle emergency or uncertain situations, manage both their own and the patient's emotional distress, and adjust their attitudes towards caring for a sick family member. Adequate information regarding caregiving and relevant strategies must be provided to family caregivers at the beginning of caregiving. Moreover, continuous caregiver assessment and individual guidance must be provided to caregivers throughout the course of their family member's cancer and treatment.
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